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My  assignment  for  today  is  to  discuss  the  stress  and  anxieties  a deaf- 
blind  child  often  places  upon  families  and  ways  in  which  teachers  can 
help  these  families.  In  addition  I want  to  spend  a little  time  dis- 
cussing how  families'  problems  can  be  seen  by  program  staff  members. 

I understand  that  most  of  you  have  worked  with  deaf-blind  children 
and  are  not  entirely  new  to  the  field.  In  this  case  you  have  probably 
had  a number  of  contacts  with  families  some  have  probably  been  pleasant 
while  others  may  have  been  difficult  for  you  and  the  parents.  I'm  sure 
that  you  are  familiar  with  many  of  the  problems  and  have  seen  many 
exhi tided  in  your  programs  but  I am  not  sure  if  you  know  some  of  the 
factors  which  contribute  to  making  parents  seem  anxious  and  sometimes 
uncooperative.  I have  brought  a tape  of  a parent  who  describes  her 
experiences  much  better  than  I could  describe  them. 

This  mother  indicates  the  importance  and  need  for  us  to  extend 
ourselves  to  assist  parents.  There  is  some  disagreement  as  to  the 
source  from  which  this  help  should  originate. 

Some  professionals  contend  that  there  is  a distinction  between 
educating  a child  and  providing  services  to  the  family  and  child. 

The  distinction  seems  to  center  around  the  concept  of  the  social  worker's 
and  teacher's  role.  Is  the  social  worker  limited  to  only  working  with 
the  family  and  the  teacher  limited  to  working  only  with  the  child?  Or 
can  the  social  worker  be  a part  of  the  teaching  team  and  work  with  the 
family  and  child  while  teachers  work  with  the  family  and  child? 


. 


At  best,  and  with  explitives  deleted,  I feel  that  this  type  of 
dicotomy  is  naive  and  could  be  counter-productive  to  the  maximum  progress 
of  children  and  families.  A child  is  a part  of  a whole  family.  In  the 
case  of  handicapped  children,  the  family  must  assist  in  services  to  the 
child  if  the  child  is  to  develop  to  his  fullest  potential.  I ain  not 
saying  that  teachers  should  be  psychotherapists  or  that  counselors 
should  do  the  educational  planning;  but,  I do  believe  that  we  must  all 
work  as  a team  which  includes  the  parents  and  provide  services  to  the 
whole  family  if  children  are  to  make  the  maximum  use  of  the  program. 

This  may  be  scary  to  some  of  you  who  might  be  feeling  unprepared  to  work 
with  parents  and  wonder  where  you  will  find  the  time. 

Needless  to  say  this  could  be  a time  consuming  process  especially  if 
there  is  no  one  on  the  staff  who  has  this  specific  responsi bi 1 i ty  but 
much  of  it  can  be  accomplished  during  your  regular  activities.  A survey 
of  parents  in  our  region  indicated  that  most  of  these  parents  felt 
more  comfortable  talking  to  their  child's  teacher  about  problems  than 
any  other  staff  member.'*  The  parent's  deepest  relationship  is  made  with 
the  teacher;  teaching  personnel  are  the  primary  persons  who  share  the 
responsibility  for  their  child.  In  the  parent's  viewpoint,  teachers 
are  the  experts  who  can  be  trusted  and  depended  upon. 

If  you  can  accept  that  many  parents  may  choose  you  for  this  role  of 
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parent  counselor  and  friend,  I would  like  to  share  a few  ways  in  which 
you  might  help  parents.  Many  of  you  may  find  these  suggestions  "old  hat" 
and  things  that  you  have  been  doing  anyway.  That  is  good,  however  I'd 
like  you  to  share  some  of  your  experiences  or  raise  questions  afterward. 
There  are  several  aspects  about  the  experiences  of  families  which  might 
be  helpful  for  you  to  keep  in  mind. 

Not  all  parents  are  like  the  mother  in  the  tape.  Their  initial 
feeling  of  shock,  disappointment,  despi ration,  quilt,  fear,  grief,  and 
anger  may  vary  in  intensity.  Their  period  of  mourning  and  depression 
may  vary  in  duration.  Their  success  in  finding  services  will  differ  and 
their  patterns  of  coping  will  differ.  All  of  them,  however,  experience 
some  degree  of  hurt  and  frustration.  Certainly  most  of  them  need  and 
want  help. 

Parents  initial  feelings  are  intensi tif ied  as  they  desperately 
search  for  an  accurate  or  at  least  a consistent  diagnosis  and  directions 
co  help  and  resources.  Often  what  they  find  are  professionals  who  do 
not  listen  to  their  concerns  or  who  simply  tell  them  that  their  child 
is  hopeless,  wiped  out  and  should  just  be  put  away--he  is  worthless. 

As  you  know,  many  of  these  hopelessly  wiped  out  children  have  shown 
amazing  progress  once  they  get  to  the  appropriate  program--thei r parents 
can  too.  After  encountering  these  types  of  responses  again  and  again 
along  with  the  immense  financial  drain  in  their  search  for  help,  the 
parents  often  become  angry  with  the  system,  angry  with  themselves  and 
hostile  toward  professionals  even  those  who  can  and  want  to  help  them-- 
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people  1 i ke  you . 

In  addition  to  their  feelings  toward  the  system,  the  parents  may 
feel  so  inadequate  and  overwhelmed  that  they  become  depressed  and  with- 
draw from  the  child,  other  family  members  and  from  each  other.  The 
lack  of  response  exhibited  by  many  of  these  children  reinforce  the 
parents,  particularly  the  mother's  feelings  of  inadequacy.  Many  give 
up  and  feel  helpless  and  hopeless  before  they  ever  find  a program. 

All  of  these  feelings  and  experiences  may  be  exhibited  in  ways 
that  make  the  program  staff  members  feel  that  the  parents  are  uncoopera- 
tive and  unwilling  to  follow  through  with  suggestions  for  the  home. 

They  may  complain  a lot  or  be  "picky"  or  they  may  just  want  you  to 
do  it  "all"  and  seem  ungrateful.  Any  of  these  descriptions  may 
accurately  apply  to  some  parents.  But  for  many  parents  the  search 
for  services  has  been  so  draining  that  they  are  physically  and  /or 
emotionally  unable  not.  unwilling  to  take  an  active  part. 

I really  believe  that  you  can  help  the  majority,  although  not  all, 
parents  to  become  active,  supportive  participants  in  their  child's 
program.  But  first,  many  of  them  will  need  support  and  encouragement 
from  the  program  staff.  Tnese  are  some  ways  in  which  you  can  reach 
out  to  parents. 

1 . By  i ncludinq  the  parent  or  parents  on  t he_ edu cationa 1 team . 

Include  them  as  an  equal  partner;  don't  just  tell  them  what  you 
plan  to  do.  Have  the  parents  identify  their  areas  of  concern,  give 
them  information  in  a way  that  they  can  understand.  Involve  them  in 
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the  assessment  of  the  child  (don’t  send  them  to  the  waiting  room). 

Include  them  on  the  educational  planning.  Help  them  understand  their 
role  in  carrying  the  plans  out  and  suggest  ways  in  which  other  family 
members  can  be  helpful  to  the  child.  Treat  them  as  people  who  have 
something  worthwhile  to  contribute  to  the  educational  planning  and 
program.  Yes,  some  parents  may  not  be  able  to  come  during  the  day 
or  say  they  cannot.  But,  many  of  them  will  make  the  time  if  they  feel 
that  they  will  have  some  reaj  input  and  you  want  them  there.  Try  it. 
What's  the  worst  thing  that  can  happen  if  the  parent  is  included  on 
the  team? 

2 . By  really  listening  to  their  concerns. 

Concerns  about  themselves  as  people  as  well  as  those  about  their 
child.  You  may  hear  about  family  or  marital  problems,  feelings  about 
the  child  and  themselves. 

3.  Being  supportive  to  parents. 

Emphasize  positives  in  their  relationship  with  their  child,  positive 
about  the  home  situation.  Point  out  their  strengths  as  people. 

4 . Assisting  parents  in  making  future  plans. 

Reinforce  realistic  expectations  for  their  child  and  use  these  as 
a basis  for  exploring  future  resources  with  them  and  making  suggestions 
for  plans. 

5 . Being  familiar  with  local  resources. 

Explore  agencies  in  your  area  which  might  be  of  help  to  the  families 
Often,  caseworkers  for  the  blind  are  knowledgeable  and  helpful  in  this 
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area.  You  might  explore  the  counseling  and  other  services  of  the 
family  agency,  local  welfare  department  and  mental  health  clinics. 

For  financial  assistance:  Lions  and  Kiwanis  groups,  Easter  Seals, 

Crippled  Children's  Society  or  March  of  Dimes  may  be  of  help. 

Visiting  Nurses  Association  in  some  communities  offer  home  services. 

I would  suggest  that  you  contact  the  social  worker  or  social  work 
department  in  these  agencies  for  information. 

6 . Knowing  when  to  refer  the  family  for  further  help. 

Trust  your  own  comfort  level  to  let  you  know  when  you  are  unable 
to  assist  the  family  with  a problem.  In  this  case,  note  their  concern 
and  ask  them  if  they  would  like  to  discuss  the  problem  further.  If 
so  refer  them  to  the  social  worker  on  your  staff  or  to  another  agency. 
If  there  is  a social  worker  or  caseworker  involved  with  the  family 
from  another  agency  it  might  be  helpful  for  you  to  keep  in  touch  with 
her  periodically,  again  team  work  is  helpful  and  could  save  you  time. 
Lee  the  worker  know  when  the  family  seems  to  be  experiencing  problems 
which  you  cannot  assist.  You  might  then  suggest  to  the  family  that 
they  discuss  these  further  with  their  worker.  If  they  are  unwilling 
to  do  so,  you  might  explore  their  reasons  and  give  them  the  names  of 
other  agencies. 

7 . Encouraging  the  formation  of  parent  groups. 

Groups  are  very  helpful  to  parents.  Yes,  they  do  take  time  and 
planning.  If  you  do  not  have  a designated  staff  person  to  work  with 
parents,  I would  suggest  that  you  pick  out  an  aggressive  parent  and 
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explore.-  the  idea  of  a group . Often  an  aggressive  parent  might  be 
interested  and  will  organize  the  other  parents  while  you  serve  as  a 
resource  person  to  them.  There  can  be  different  types  of  groups 
i nclud i ng : 

PTA  type  group  for  staff  and  parents  to  discuss  concerns  and 
needs  in  program--fund  raising,  public  relations  and  awareness. 

Parent  Education  designed  to  give  the  parents  information  and 
clarify  their  concerns  and  questions  about  medical  information, 
legal  information,  educational  resources  and  other  parent  interests. 

Parent  sharing  groups  for  parents  to  share  their  concerns  with 
each  other  and  discuss  ways  of  coping  with  their  child  and  other 
problems.  These  are  especially  helpful. 

Parent  Organization  which  tries  to  ally  with  other  groups,  maybe 
statewide,  for  legislation,  recognition  of  need,  dissemination 
of  information. 

Faml 1 y Day  or  Weekend:  In  residential  settings  where  you  often  lack 
regular  or  any  contact  with  parents.  I'd  suggest  that  you  consider 
a family  day  or  periodic  family  weekends. 

These  can  be  helpful  to  parents,  staff  and  especially  the  child. 
ves,  I know  you  may  have  tried  an  open  house  before  and  got  a poor 
response.  Please  try  again  and  consider  designing  the  time  so  that 
parents  can  see  and  be  involved  in  the  children's  daily  program  on  a 
mini  scale  and  allow  time  for  the  parents  to  meet  with  the  teacher 
individually.  During  this  time,  you  might  ask  the  parents  for  input 
and  suggestions.  Find  out  what  is  the  biggest  problem  when  the  child 
comes  home  or  when  he  used  to  come  home.  Try  to  involve  the  parent  in 
planning  the  program  as  I discussed  before.  I realize  that  trie  distance 
and  irregular  contacts  will  preclude  the  parents  being  as  involved  as 
in  a day  program.  I think  you  might  find  the  parents  more  willing 
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to  take  the  child  home  and  take  him  more  often  if  they  feel  that  you 
are  willing  to  help  them  with  behavior  that  has  been  a problem. 

Personal  contact  with  the  parents  by  phone  or  home  visit  following 
an  invitation  describing  the  parent  day  is  often  more  helpful.  This 
makes  it  not  just  another  paper  to  sign  from  the  institution. 

Also  remember  to  include  houseparents  and/or  attendants  in  your 
planning  for  the  child.  This  sometimes  prevents  their  feeling  resentful 
and  resistive  to  your  suggestions  or  plans  of  activities  for  the  evening 
and  weekends.  If  not,  then  you  may  see  the  child  regress  during 
these  periods  or  find  yourself  in  the  battle  of  Education  vs  Nursing 
Care.  No  one  wins  in  such  cases  and  the  child  really  loses  the  most. 

These  severely  involved  children  and  their  families  need  all 
of  our  cooperation  and  team  work  to  survive,  progress,  and  grow  into 
independent,  adequate  individuals.  Parents  must  be  on  this  team  to 
help  them  grow  as  far  as  their  potentials  will  allow.  I feel  that 
you,  the  teaching  staff,  can  be  and  are  effective  persons  in  educating 
deaf-blind  children.  You  can  also  be  as  effective  in  your  relationship 
with  the  parents. 
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